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ABSTRACT 
 Stroke is the leading cause of long-term disability in the United States and often 
leaves individuals with physical and cognitive deficits. Stroke survivors are discharging 
to the home environment in increasing numbers rather than entering a long-term care 
facility. Family caregivers are needed to provide assistance for engagement in ADL, 
IADL, communication, and mobility tasks due to the residual deficits resulting from the 
stroke. Research indicates that caregivers are not adequately prepared in the inpatient 
setting to assume their new role and are therefore at risk for negative health outcomes and 
caregiver burnout.  
 This doctoral project intends to address the need in the inpatient setting for proper 
and adequate caregiver education and training prior to a patient’s discharge home. The 
Post-Stroke Discharge Planning Toolkit and the caregiver perceived readiness 
questionnaire will address this need. Specifically, the toolkit will target education on 
stroke risk factors and complications; eating including swallowing, nutrition, hydration, 
PEG tube education; bowel and bladder care; positioning; caregiver self-care; supportive 
problem solving; facilitating of functional transfers, mobility, handling, and lifting; 
	
	 vii 
facilitating activities of daily living; communication; psychological aspects of caregiving; 
and referral services. The questionnaire will help identify gaps in knowledge faced by 
caregivers and serve as a planning tool and outcomes tool for intervention and evaluation.  
Ideally, through the use of the Post-Stroke Discharge Planning Toolkit, difficulty 
with discharge planning and negative health outcome risks associated with assuming the 
caregiver role can be mitigated or stopped prior to onset.  
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CHAPTER 1 - Introduction 
Stroke has been identified as the leading cause of long-term disability in the 
United States (Benjamin et al., 2018). Approximately 795,000 people experience a stroke 
each year, with the prevalence of stroke increasing with advancing age (Benjamin et al., 
2018). Following a post-stroke inpatient stay, an ever-increasing number of individuals 
ultimately return to the home, rather than enter a long-term care facility (Kniepmann & 
Harlacker Cupler, 2014). These stroke survivors frequently leave the inpatient setting still 
in need of some physical or cognitive assistance with activities of daily living (ADL), 
instrumental activities of daily living (IADL), mobility, and communication (Lawson, 
Rowe, & Meredith, 2015).  
Family or hired caregivers are often required to provide the necessary assistance 
with ADL, IADL, and mobility difficulties. For example, a caregiver will often need to 
provide physical assistance with activities such as dressing, bathing, toileting, getting in 
and out of bed, getting on and off the toilet, moving about the home, entering and exiting 
a vehicle, grocery shopping, cooking, cleaning and much more. Frequently caregivers 
must find supplementary support through additional family members or friends to 
supervise the stroke survivor at the home, while the caregiver goes to the grocery store or 
pharmacy. Engaging in social and leisure activities outside of the home is often the first 
activity to be surrendered and the last to be resumed. These caregivers are a crucial 
resource in the healthcare system as they provide care that would otherwise cost hundreds 
of billions of dollars annually if the equivalent level of care were provided in an 




Family caregivers specifically, are thrust into their new role with very little time 
to process or prepare. Caregivers describe the time post initial stroke as having two 
traumatic events, the first being when the stroke originally occurred and the second being 
their return home (Lutz, Young, Cox, Martz, & Creasy, 2011). This sentiment is further 
exacerbated by feeling that they were not given clear information as to what would be 
expected of them in the caregiver role once they left the inpatient setting (Young, Lutz, 
Creasy, Cox, & Martz, 2014).  
Patients and their caregivers are often discharged with inadequate training and 
resources, and caregivers are therefore underprepared for their new role (Hafsteinsdottir, 
Vergunst, Lindeman, & Schuurmans, 2011). As a result, caregivers experience physical 
and mental stress that often leads to negative health outcomes and caregiver burnout 
(Schulz & Sherwood, 2008). Specifically, caregivers are found to experience damaging 
effects such as psychological distress, psychiatric illness, harmful health routines, 
negative physiological reactions, physical illness, and death (Schulz & Sherwood, 2008).  
The likelihood of caregivers developing these damaging effects is positively linked to the 
extent of the stroke survivor’s lasting physical and cognitive deficits, the number of tasks 
needed to be performed for the stroke survivor, and the disruption of previously 
important occupations (work, leisure, social interaction, etc.) (Camak, 2015; Cecil, 
Thompson, Parahoo, & McCaughan, 2013; Lutz & Young, 2010).   
Although many stroke survivors are returning home following their initial 
inpatient stay, there are many aspects of the discharge planning process that must take 




pieces, while at the same time, cope with their new reality. Thus, there appears to be a 
specific need in the inpatient setting to address proper and adequate caregiver education 
and training prior to a patient’s discharge home.  
Project Overview 
This doctoral project intends to address the lack of preparation for caregivers of 
stroke survivors during the initial assumption of their new role through the development 
of the Post-stroke Discharge Planning Toolkit. First, the theoretical and evidence base 
supporting the project will be presented. Next, the project will be described in detail. An 
evaluation plan will then be discussed, followed by funding and dissemination plans, and 
an overall conclusion. 
 The Post-Stroke Discharge Planning Toolkit will provide a caregiver with the 
resources they need to succinctly navigate their family member’s discharge plan 
including the transition from inpatient setting to home, and referral service information to 
be used once reentry into the home has occurred.  For the purposes of this project, 
transition is defined as any change in role or physical location for the stroke survivor or 
the caregiver. Transition period is defined as the six months following the initial stroke 
event.  
Additionally, a questionnaire has been developed to target self-perceived 
preparedness of caregivers regarding transitioning home and caring for their family 
member. The questionnaire will be administered to caregivers of stroke survivors at 
initial diagnosis of stroke, once it is clear that their family member will have residual 




before and after implementation of the Post-stroke Discharge Planning Toolkit, prior to 
discharge home from the inpatient setting.  
The fundamental goal of this toolkit is to provide the resources for caregivers to 
begin discharge planning, increase self-perceived preparedness to return home, and 





CHAPTER 2 - Theoretical and Evidence Base to Support the Project 
Overview of the Problem 
Individuals occupy their time with various meaningful occupations as a part of 
daily living (American Occupational Therapy Association [AOTA], 2014). However, 
when an individual undergoes a traumatic event such as a stroke, they are often left with 
residual physical and cognitive deficits (Lawson et al., 2015). These deficits may require 
family caregivers to provide various types and degrees of assistance, for which the new 
caregivers are ill-prepared. The amount and type of assistance required often changes 
throughout the hospitalization as the stroke survivors medical condition begins to 
stabilize. Thus, the precise role and demands of the caregiver may not be known until the 
time of discharge or within the few weeks following discharge. For this reason, caregiver 
resources designed to address this transitional period are beneficial towards helping the 
caregiver adapt to the varying needs of the stroke survivor.   
Stroke survivors often spend time in the intensive care unit for close monitoring 
and medical care immediately following the stroke. Once deemed medically stable, 
stroke survivors are ready for discharge. However, they often require assistance to engage 
in ADL and IADL, to communicate wants/needs, and for community or household 
mobility (Lawson, Rowe, & Meredith, 2015). Family members are tasked with creating a 
safe and effective disposition plan with many avenues existing including transitioning to 
an inpatient acute rehabilitation, a sub-acute rehabilitation, a skilled nursing facility, or to 
their home. Presently, a great number of stroke survivors are returning to the home 




Cupler, 2014). A retrospective cohort study targeting three Commission on Accreditation 
of Rehabilitation Facilities (CARF) accredited acute inpatient rehabilitation facilities in 
the southeastern United States found that 78.2% of the admitted stroke survivors 
discharged to the home environment, compared to 21.8% who were discharged to a 
different institutional setting (Nguyen et al., 2015). In this chapter, the discharge planning 
process from inpatient stay to the home will be analyzed, specifically for stroke survivors 
who discharge home in need of some assistance or supervision following their hospital 
stay. A review of evidence will be conducted for needs identification related to the role of 
a caregiver and theoretical frameworks for stroke caregiver readiness. 
Overall, assessment of caregiver outcomes and experiences indicate that this new 
caregiver role can often result in negative overall health outcomes and caregiver burnout 
(Schulz & Sherwood, 2008). Caregiver reported negative health effects include: 
psychological distress, feeling alone/abandoned, physical injury, exhaustion, physical 
illness, harmful health routines, financial concerns, psychiatric illness, and even death 
(Lutz, Young, Cox, Martz, & Creasy, 2011; Schulz & Sherwood, 2008). Caregivers 
report feeling underinformed of potential needs following discharge, being inadequately 
prepared to begin their caregiver role, and feeling unaware of the enormity of the 
responsibility (Hafsteinsdottir, Vergunst, Lindeman, & Schuurmans, 2011; Lutz et al., 
2011). There is therefore an underlying issue with the professional support provided in 
the inpatient setting to adequately assist caregivers in navigating discharge planning to 
home post-stroke.  








Figure 1 illustrates the issues caregivers face once assuming their new role, and 
shows when in the discharge planning process the Post-Stroke Discharge Planning 
Toolkit will be implemented. When an individual survives a stroke and is left with 
residual deficits that last longer than their inpatient stay, they are in need of a caregiver to 
engage in their ADL/IADL and to ensure their safety. New caregivers lack appropriate 
resources for discharge, they feel stressed and ill-prepared, and are at in increased risk for 
negative health outcomes and caregiver burden. Therefore, when stroke survivor deficits 
are noted by the inpatient therapy team, the toolkit will be provided to caregivers with the 
intent of mitigating and correcting the potentially damaging effects of inadequate 
caregiver preparation.  






















































shows when in the discharge planning process the Post-Stroke Discharge Planning 
Toolkit will be implemented. When an individual survives a stroke and is left with 
residual deficits that last longer than their inpatient stay, they are in need of a caregiver to 
engage in their ADL/IADL and to ensure their safety. New caregivers lack appropriate 
resources for discharge, they feel stressed and ill-prepared, and are at in increased risk for 
negative health outcomes and caregiver burden. Therefore, when stroke survivor deficits 
are noted by the inpatient therapy team, the toolkit will be provided to caregivers with the 
intent of mitigating and correcting the potentially damaging effects of inadequate 
caregiver preparation.  
Effects of Caregiving for a Stroke Survivor 
Becoming a caregiver to a stroke survivor can impact an individual’s life in many 
ways. Caregivers are expected to handle deficits including behaviors, physical 
functioning, communication, and memory (Camak, 2015). Due to the suddenness of a 
stroke, and the potential to provide heavy assistance across various domains, caregivers 
are at an increased risk for poor health outcomes (Young, Lutz, Creasy, Cox, & Martz, 
2014). Taking on the caregiver role often leads to an overall decline in physical health of 
the caregiver (Camak, 2015; Cameron et al., 2016; Cecil, Thompson, Parahoo, & 
McCaughan, 2013; Lutz & Young, 2010; Young et al. 2014). Caregivers report 
significant increases in psychosocial issues including anxiety and depression, and 
feelings of isolation due to loss of social support and/or outside relationships (Camak, 
2015; Cecil et al., 2013; Lutz & Young, 2010; Young et al. 2014). Caregivers will often 




and also report significant loss of sleep (Camak, 2015; Cecil et al., 2013).  
The multitude of care demands placed on the caregiver, leads to an overarching 
impact of perceived caregiver burden affecting a caregiver’s quality of life (Cameron et 
al., 2016; Lutz & Young, 2010).  Caregiver burden is inversely correlated with quality of 
life. That is, the higher the level of caregiver burden reported by the caregiver, the lower 
their reported quality of life (Lutz & Young, 2010; Pucciarelli et al., 2017; Tsai et al., 
2018). Further, caregiver burden is strongly correlated with the severity of post-stroke 
deficits and number of tasks a caregiver had to perform for the stroke survivor (Lutz & 
Young, 2010; Pucciarelli et al., 2017).  
Preparation Addressing Transition Home 
Caregivers for stroke survivors identified the transition from the inpatient setting 
to the home as a second crisis point in the stroke recovery process (Lutz, Young, Cox, 
Martz, & Creasy, 2011). Capacity for new learning is often compromised during 
situations of heightened stress, making a caregiver’s ability to take in new information 
limited during this time (Lutz et al., 2011). Nevertheless, caregivers are tasked with 
making important and life-changing decisions for their family member and themselves 
(Lutz et al., 2011). During this period of heightened stress for the new caregiver, clear 
communication from the healthcare staff is vital.  
Caregivers reported the information that had been communicated to them during 
the inpatient stay was not done in a manner they could understand and complained of not 
being able to recall this information later on (Eames, Hoffman, Worrall, & Read, 2010). 




diagnosis and expected recovery and were unclear as to who was to initiate and follow 
through with this transfer of information (Eames et al., 2010; Giosa, Stolee, Dupuis, 
Mock, & Santi, 2014). Furthermore, caregivers found the inpatient setting to be 
uninviting regarding questioning medical professionals, and opportunities for education 
to take place were often missed (Eames et al., 2010; Giosa et al., 2014). Thus, there was 
limited awareness of what was required of a caregiver. 
In addition to having a limited understanding of the caregiver role, caregivers did 
not feel physical training that occurred in the inpatient setting carried over to their lives 
upon discharge (Lutz et al., 2011). As a result, caregivers were at an increased risk for 
injury, and reported heightened feelings of stress, frustration, fear, and helplessness 
(Giosa et al., 2014; Lutz et al., 2011; Miller, Lin, & Neville, 2019). This negative 
psychosocial impact and physical strain puts a caregiver at risk for burnout, increased 
caregiver burden, and further psychosocial and physical damage (Camak, 2015; Lutz et 
al., 2011).  
Assessing Caregiver Needs Prior to Transition Home 
 Caregivers have identified that stress escalates when it is time to transition home 
from the hospital (Giosa et al., 2014). Therefore, screening assessments at each point of 
transition could be used to alleviate these negative emotions that often result in increased 
caregiver burden (Cameron et al., 2016; Giosa et al., 2014).  
Prior to assuming the caregiver role, information should be gathered about self-
reported caregiver needs, caregiver readiness to take in information, ability to integrate 




and agreements with any other caregiver, psychosocial support, health support, and social 
services available to the individual (Cameron et al., 2016; Giosa et al., 2014; Lutz et al., 
2017). These aspects should be reassessed if any change in caregiver health occurs 
(physical or mental), and caregivers then referred to appropriate support providers if 
changes or concerns in assessment results arise (Cameron et al., 2016). Assessing 
caregivers in a variety of ways followed by providing adequate support prior to assuming 
the caregiver role has been identified as a key aspect in decreasing caregiver burden 
(Cameron et al., 2016; Giosa et al., 2014; Lutz et al., 2017).  
 
Effect of Caregiver Perceived Self-Efficacy 
Lower caregiver self-efficacy has been determined to negatively impact caregiver 
health when assuming the caregiver role (Brasier et al., 2016; Cheng et al., 2014; 
Kruithof et al., 2016; Shaffer et al., 2016). Further, lower self-efficacy is associated with 
higher caregiver anxiety, depression, distress, and caregiver burden both in the initial 
phase of role assumption (two months post-stroke), and at one-year post-stroke (Kruithof 
et al., 2016; Shaffer et al., 2016). Due to the negative effects associated with decreased 
levels of reported self-efficacy, caregiver quality of life, psychosocial wellbeing, and 
physical health are at risk (Cheng et al., 2014). Building caregiver self-efficacy 
throughout the transition process is important in overcoming negative emotions and is 
seen as the most important predictor of positive outcomes in transition planning (Giosa et 





Previous Attempts to Address the Problem 
There appears to be a specific need to support caregivers of stroke survivors 
during the transition period from inpatient setting to home following a stroke. A literature 
review was conducted utilizing the CINAHL, PsycINFO, and PubMed databases yielding 
six relevant articles. Based on the research surrounding the various effects imposed on 
caregivers of stroke survivors, multiple randomized control trials (RCT), interventions, 
and literature reviews have been developed and implemented to analyze the effectiveness 
of decreasing negative effects of caregiving.  
Multiple RCTs and one nonrandomized comparative study have been conducted 
to test the effectiveness of various programs designed to reduce the negative effects of 
caregiving that often lead to caregiver burden and negative health outcomes. These 
programs include the Caregiver-Oriented Discharge Planning Program,  the Caregiver 
Problem Solving Intervention (CPSI), the Transition Assistance Program (TAP), the 
Supportive Educative Learning Program (SELF), and an evaluation of caregiver training 
within a stroke rehabilitation unit (Kalra et al., 2004; King et al., 2012; Oupra, Griffiths, 
Pryor, & Mott, 2010; Perrin et al., 2010; Shyu, Chen, Chen, Wang, & Shao, 2008; Shyu, 
Kuo, Chen, & Chen, 2010).  
The Caregiver-Oriented Discharge Planning Program targeted improving balance 
between competing caregiver needs at discharge, satisfaction of discharge planning 
needs, and caregiver overall preparation, through providing caregivers with health 
education and referral services prior to discharge, and telephone follow-ups and home 




Chen, 2010). The CPSI assessed caregiver reported depression, perception of life change, 
preparedness, anxiety, family functioning, perceived health, and problem-solving coping 
(King et al., 2012). The TAP targeted increasing caregiver skill development, education, 
and supportive problem-solving skills to improve the transition period from hospital to 
home (Perrin et al., 2010). The SELF provided education to caregivers targeting 
decreasing the level of reported strain and increasing quality of life of caregivers of 
stroke survivors including the following topics: risk factors of stroke, complications and 
how to prevent them, swallowing difficulties, feeding, maintaining nutrition and 
hydration, PEG tube education, bladder and bowel function/care, positioning, functional 
transfers and mobility, role of the caregiver, and self-care for the caregiver (Oupra, 
Griffiths, Pryor, & Mott, 2010). Caregiver training within a stroke rehabilitation unit was 
evaluated by educating caregivers about stroke related complications and how to prevent 
them (e.g. continence, pressure sores, nutrition, positioning, facilitating gait, and local 
services), and through hands-on training in: handling techniques, lifting, functional 
transfers, mobility (gait or wheelchair), ADL, and communication; all delivered in a 
client-centered manner according to individual caregiver/patient need (Kalra et al., 2004). 
A common finding in these studies is that stroke recovery is a process where the 
needs of stroke survivors and caregivers change as progress is made, new tasks are 
attempted, adaptations are trialed, and/or new complications arise (Kalra et al., 2004; 
King et al., 2012; Oupra, Griffiths, Pryor, & Mott, 2010; Perrin et al., 2010; Shyu, Chen, 
Chen, Wang, & Shao, 2008; Shyu, Kuo, Chen, & Chen, 2010).  




inpatient stay with additional follow-up components at varying intervals post-discharge. 
It was found that providing education during the inpatient stay as well as follow-up 
through phone calls and/or home visits resulted in positive outcomes in regards to 
caregiver reported level of  preparation, quality of care, quality of life, and overall health; 
and resulted in a decrease of caregiver reported levels of depression, burden/stress, and 
anxiety (Kalra et al., 2004; King et al., 2012; Oupra, Griffiths, Pryor, & Mott, 2010; 
Perrin et al., 2010; Shyu, Chen, Chen, Wang, & Shao, 2008; Shyu, Kuo, Chen, & Chen, 
2010).  
Although positive results were noted with all intervention programs, significant 
changes were found to fade following the six-month mark (King et al., 2012; Shyu, Kuo, 
Chen, & Chen, 2010). These results may therefore indicate the need for additional 
intervention around six months post discharge from the inpatient setting to continue to 
support caregivers in their new role. 
Literature reviews were also conducted to assess strategies to support caregivers 
in transition from hospital to home. Lutz and Young (2010) found various studies all 
pointing to the need for comprehensive assessments of caregivers prior to assuming their 
new role and intervention by case management to support the individual needs of the 
caregiver/stroke survivor dyad. Systems for continued follow up with caregivers 
following discharge from the inpatient setting and reentry into the community were also 
deemed important where caregivers who had access to support staff to follow-up with 
post-discharge reported significantly reduced reports of anxiety and loneliness, and 




& Young, 2010). Furthermore, in addition to support staff follow-up, medical 
professionals should view caregivers as partners during a stroke survivor’s inpatient stay 
to allow for more educational opportunities to take place and increase overall confidence 
and competence of caregivers prior to discharge (Camak, 2015).  
The reviewed literature portrays the need to support caregivers of stroke survivors 
during transition from inpatient setting to home following a stroke. Caregivers of stroke 
survivors are at an increased risk of poor health outcomes including physical and 
psychological aspects. Caregivers need structured education sessions during their 
inpatient stay as well as follow-up sessions after they have transitioned back to their 
home environment (Kalra et al., 2004; King et al., 2012; Oupra, Griffiths, Pryor, & Mott, 
2010; Perrin et al., 2010; Shyu, Chen, Chen, Wang, & Shao, 2008; Shyu, Kuo, Chen, & 
Chen, 2010). Specifically, intervention should target education on stroke risk factors and 
complications; eating including swallowing, nutrition, hydration, PEG tube education; 
bowel and bladder care; positioning; caregiver self-care; supportive problem solving; 
hands on training of functional transfers, mobility, handling, and lifting; facilitating 
activities of daily living; communication; psychological aspects of caregiving; and 
referral services (Camak, 2015; Kalra, et al., 2004; King et al., 2012; Lutz & Young, 
2010; Oupra et al., 2010; Perrin et al., 2010; Shyu et al., 2008; Shyu et al., 2010). Stroke 
recovery is a process where the needs of caregivers and stroke survivors are ever 
changing based on the survivor’s current level of functioning, complications that may 
arise, reintegration into desired occupations are trialed, and the enormity of the caregiver 




stroke survivors prior to discharge home from an inpatient setting, with follow-up 
intervention around the six-month mark are warranted to support caregivers in assuming 





CHAPTER 3 – Description of the Project 
Proposed program 
The proposed program, the Post-stroke Discharge Planning Toolkit, is a toolkit 
for caregivers of stroke survivors to be issued prior to the stroke survivors discharge from 
the inpatient setting to home. Family members of stroke survivors are required to assume 
the role of caregiver with little time to prepare, limited access to or presentation of 
resources from health professionals, and inadequate preparation to assume their new 
caregiver role (Hafsteinsdottir, Vergunst, Lindeman, & Schuurmans, 2011). Under these 
circumstances, the risk for caregiver burden and associated physical and mental health 
complications increases (Camak, 2015; Cameron et al. 2016; Cecil et al., 2013;  Lutz & 
Young, 2010; Schulz & Sherwood, 2008; & Young et al. 2014). The literature suggests 
there is a specific need to provide support to caregivers of stroke survivors to facilitate 
the transition from inpatient setting back to the home environment (Cameron et al., 2016; 
Lutz et al., 2017; Miller, Lin, & Neville, 2019).  
Conceptual Model Used to Understand the Problem 
The model used to understand and address the needs of family caregivers during 
discharge planning post stroke is the Information-Motivation-Behavioral Skills Model 
(IMB).  According to the IMB model, in order to engage in health promoting behaviors, 
one must have ample information, motivation, and behavioral skills to do so (Fisher, 
Fisher, & Harman, 2003). For example, the model proposes that if the caregiver has the 
information about resources and knowledge available for navigating discharge planning, 




concrete decisions and carry out the plan, they will be more likely to create a safe and 
effective disposition plan/living environment for themselves and the stroke survivor. 
Having a safe disposition plan and living environment improves the caregiver’s and 
stroke survivor’s ability to participate in health promoting behaviors, which ultimately 
reduces caregiver burden/stress. Conversely, the IMB model also states that if the 
caregiver lacks any of these three ingredients, they will be unable to engage in health 
promoting behaviors, which would in turn contribute to increased caregiver stress and 
burnout. 
Therefore, this project is designed to provide a mechanism by which discharge 
planning can be more efficacious for caregivers. This project will address adequate 
resources for navigating discharge planning post stroke, with the goal of having 
caregivers be more knowledgeable about options/resources available, make concrete 
plans for discharge home, have access to resources for future referral services, and 
ultimately lessen caregiver stress/burnout.  
Purpose of the program 
The aim of the Post-stroke Discharge Planning Toolkit is to help caregivers of 
stroke survivors navigate the transition between the inpatient setting and home, and 
provide information targeting referral services to be used in the future as needed. The 
Post-stroke Discharge Planning Toolkit was developed using existing research to provide 
caregivers with adequate support needed to navigate the transition from hospital to home. 
The toolkit is designed to address the risks associated with being a caregiver that may 




available in print format as well as online.  
Recipients 
The toolkit will target caregivers whose family member had a stroke, is presenting 
with physical or cognitive deficits, and currently resides in a hospital in the ICU or 
inpatient floor. Caregivers are an essential part of the care team and must be included 
when communicating information concerning discharge planning and needed care of the 
stroke survivor (Miller et al., 2019). Caregivers of stroke survivors should receive 
education from the interdisciplinary care team throughout all stages of the post-stroke 
care continuum in a client-centered, reliable, and timely manner (Cameron et al., 2016; 
Giosa et al., 2014; Miller et al., 2019). To help determine the caregiver’s specific needs, 
an assessment of caregiver readiness to assume their new caregiver role should be 
completed to identify gaps in knowledge faced by caregivers, and carry out targeted 
interventions for the stroke survivor and caregiver throughout the process of stroke 
recovery (Cameron et al., 2016; Giosa et al., 2014; Lutz et al., 2017)  
Program format 
The Post-stroke Discharge Planning Toolkit will provide necessary resources for 
caregivers of stroke survivors to navigate the transition from the inpatient setting and 
reentry into the community in an efficient, effective, and safe manner. The toolkit will be 
presented to the caregiver by a health professional while the stroke survivor is still in the 
ICU or inpatient hospital floor, has been identified to have residual effects that will last 
longer than the inpatient stay, and needs a caregiver upon discharge. During this project, 




promoting independence and safety during engagement in ADL, IADL, and community 
reentry.  
Additionally, a questionnaire will be administered to caregivers regarding 
perceived preparedness in relation to transitioning home and providing care for their 
family member who needs physical or cognitive assistance to engage in daily 
occupations. The questionnaire is based on the stroke caregiver Unmet Resource Needs 
Scale developed by King, Hartke, Lee, and Raad (2013) to assess the emotional, physical, 
and behavioral needs of caregivers of stroke survivors. The questionnaire is modified to 
focus on caregiver perceived readiness in navigating medical, logistical, and bureaucratic 
aspects of discharge. The information will help to identify priorities to ensure a safe and 
appropriate disposition plan is in place prior to transitioning to the home environment.  
This questionnaire will be administered to caregivers when inclusion criteria is 
met and just prior to discharge from the inpatient setting following implementation of the 
Post-stroke Discharge Planning Toolkit. By obtaining information at these two time 
points the questionnaire can serve as a planning tool as well as an outcomes tool.  
Key components of the proposed program  
The key elements of the proposed program include a combination of the Post-
stroke Discharge Planning Toolkit and a modified version of the stroke caregiver Unmet 
Resource Needs Scale (King et al., 2013).  
Once an individual has a stroke diagnosis, is in an ICU or inpatient hospital bed, 
is presenting with physical or cognitive deficits that will last longer than their inpatient 




unit discharge planning case manager. The case manager will then notify the 
occupational therapist who will administer the Modified Caregiver Unmet Resource 
Needs Scale followed by presentation of the Post-Stroke Discharge Planning Toolkit in a 
one-on-one review session. The occupational therapist would then administer the 
questionnaire again just prior to discharge from the inpatient setting to assess current 
readiness of the caregiver to assume their new caregiver role. This questionnaire will 
serve as a pre-post assessment to determine relevance and usefulness of the toolkit, as the 
toolkit is designed for use by all caregivers of stroke survivors who are assuming their 
new role.  
The Modified Caregiver Unmet Resource Needs Scale (see appendix A) is a 16-
item Likert scale questionnaire where caregivers are presented with various statements 
and instructed to rate their agreement level on a sliding scale from 1 to 5 where 1 
corresponds to strongly disagree, and 5 corresponds to strongly agree. Caregivers can 
score between 16 and 80 with lower values indicating poorer preparedness. The Modified 
Caregiver Unmet Resource Needs Scale will be administered to caregivers when 
inclusion criteria are met, just prior to discharge from the inpatient setting following 
implementation of the Post-stroke Discharge Planning Toolkit, and again at six-month 
follow-up.  
The Post-stroke Discharge Planning Toolkit focuses on providing caregivers of 
stroke survivors with relevant information and resources to facilitate a successful and safe 
transition plan from inpatient setting to home. The Post-stroke Discharge Planning 




information and images for facilitating ADLs, functional transfers, and mobility; 
cognitive strategies; psychological aspects of caregiving; and referral services (Camak, 
2015; Kalra, et al., 2004; King et al., 2012; Lutz & Young, 2010; Oupra et al., 2010; 
Perrin et al., 2010; Shyu et al., 2008; Shyu et al., 2010). The toolkit will be presented by 
an occupational therapist in a one-on-one informational session in print format and will 
be available for access online as well.  
How to use the toolkit: After the occupational therapist orients the caregiver to the 
toolkit, the caregiver should begin using the toolkit while in the inpatient setting. For 
example, a list of commonly asked questions is among the resources to help increase 
knowledge and prepare the caregiver for returning home.  The toolkit instructions urge 
the caregiver to mention these questions while still in the inpatient setting. It is 
recommended that the caregiver bring the toolkit to any therapy session or meeting with 
healthcare professionals. This will aid in the caregiver’s knowledge attainment as well as 
encourage caregivers to ask any clarifying questions that may arise as they continue to 
review the toolkit and participate in their family member’s recovery process. Next, the 
topics covered in the toolkit will be reviewed in more detail.  
Stroke, risk factors, and complications: The toolkit includes information about the 
stroke diagnosis in general including what is a stroke and different types of stroke; 
recognizing signs of stroke; stroke risk factors; and stroke related complications and how 
to prevent them (Oupra et al., 2010).  
 ADL, functional transfers, and mobility: Information about facilitating basic 




devices and durable medical equipment (DME) resources are included in the toolkit and 
discussed in Table 3-1 (Oupra et al., 2010). 
Cognitive strategies: The toolkit incorporates information about cognitive 
impairments and how impairments relate to various levels of supervision needs (24 hour, 
waking hour, intermittent, IADL assistance), problem-solving and memory deficits, and 
inattention and neglect. The toolkit also includes information targeting communication 
difficulties associated with expressive or receptive aphasia. A feature of this toolkit not 
commonly provided in other post-stroke resources is information targeting cognitive 
strategies. Often the focus of caregiver resources is on mobility and self-care aspects of 
caregiving. However, cognitive deficits including impaired problem solving, changes in 
thinking, memory issues, decreased attention, decreased inhibition, and communication 
difficulties are common effects of stroke (American Stroke Association [ASA], 2019). 
Caregivers will therefore require training as how best to support the stroke survivor with 
these cognitive changes. 
Psychological aspects of caregiving: Information about potential negative 
psychological implications of caregiving and how to combat them are addressed in the 
toolkit. Specifically, this section targets understanding the role of a family caregiver; 
prioritizing caring for yourself (self-care of the caregiver); problem-solving techniques 
and strategies, and coping strategies; and how to identify initial signs and symptoms of 






Table 3-1: ADL Facilitation/Safety Information 
 
 
ADL Eating Bathing Upper and Lower Body Dressing Toileting Functional Transfers








•Washing of the whole body
•Durable medical equipment
     •Shower chair
     •Tub transfer bench
     •Grab bars
•Hemiparetic dressing techniques
•Assistive equipment to aid in donning 
shirt/pants/socks/shoes
     •Sock aid
     •Dressing stick
     •Long handled shoe horn
     •Reacher
•Picture and written instructions for 
physical stabilization or log rolling
•Bowel and bladder 
     •Function
     •Training programs/schedules
     •Catheter care
•Durable medical equipment
     •Toilet safety frame
     •Grab bars 
     •Bedside commode
     •Raised toilet seat
•Picture and written instructions for 
stabilization and log rolling
•Picture and written instructions
     •Proper body mechanics for transfers
     •Bed
     •Chair
     •Wheelchair
     •Toilet
     •Tub
     •Car
•Setup of wheelchair
     •Brakes
     •Foot rests
     •Arm rests
•Wheelchairs
•Walkers
     •Rolling 
     •Standard
     •Rollator
•Canes
     •Straight cane
     •Small base quad cane
     •Large base quad cane




Referral services: Caregivers are the most important and long-term member of the 
care team following a stroke. Due to their risk for development of negative health 
outcomes, caregivers need resources regarding existing organizations, groups, or services 
to help in their daily caregiver role. The toolkit therefore includes resources for caregiver 
assistance programs such as adult day care, adult foster homes, meal programs, 
homemaker services, lending closets for DME, support groups, respite care, call centers, 
recommended checklists and questions for healthcare providers, print and online 
references, tips for managing finances, tips for incorporating self-care, managing follow-
up appointments, managing medications, and navigating legal documentation (e.g. power 
of attorney, Family Medical Leave Act, disability related leave).  
Notes, questions, and concerns: The toolkit will conclude with a blank notes, 
questions, and concerns section for caregivers to write their thoughts. Prompts will be 
included to help the caregiver identify their needs. Prompts will target all areas included 
in the toolkit. A list naming different healthcare provider disciplines that often comprise 
the interdisciplinary team (e.g. physician, nurse, occupational therapist, physical 
therapist, speech therapist, psychologist, case manager) will also be included for 
caregivers to write down any specific questions concerning those specialty areas, so 
caregivers can ask these questions at their next encounter. This will encourage caregivers 
to address their concerns while still in the inpatient setting.  
Barriers and challenges for implementation 
 Potential barriers may impact the implementation of the Post-stroke Discharge 




therapists and case managers working in the setting regarding all tasks necessary for 
administration of the toolkit and questionnaire with subsequent buy-in. Specifically, case 
managers would need to identify patients and alert the appropriate occupational therapist 
who would then need to administer the questionnaire and toolkit per protocol. Thus, buy-
in from case managers and occupational therapists would be necessary as it would add an 
extra task in their current daily work duties to identify participants, administer 
questionnaires, and provide toolkit education.  
 Another challenge of the toolkit is making sure it is kept current. Since the toolkit 
is intended for widespread use, a mechanism for ensuring all information is kept up-to-
date would need to be implemented. The current version of the toolkit includes important 
topic areas, such as managing the role of a caregiver, and information on how to find 
additional needed resources. The contents of the toolkit will be evaluated for relevancy 
during this pilot program where usefulness according to caregivers will be established.  
Conclusion  
The ideal outcome of this project is for any caregiver of a stroke survivor to be 
provided with adequate education and resources to successfully navigate assuming the 
caregiver role. This includes the transition period from inpatient setting to home, and 
information targeting referral services that may be needed as time progresses. The toolkit 
is based on domains illustrated by evidence-based interventions and research studies 
targeting improvements in transition services and decreasing negative psychological 
outcomes (stress, anxiety, depression, quality of life, caregiver burden, etc.). By 




discharge planning and dealing with the negative health risks associated with assuming 






CHAPTER 4 – Evaluation Plan 
The overall goal of the doctoral project is to create a Post-Stroke Discharge 
Planning Toolkit for caregivers of stroke survivors to aid in navigating the transition 
process between inpatient setting to home. This chapter will explain the evaluation plan 
for the proposed Post-Stroke Discharge Planning Toolkit.  
Practice Scenario 
The toolkit will target caregivers whose family member had a stroke, is presenting 
with physical or cognitive deficits, and currently resides in a hospital setting either in the 
ICU or inpatient floor.  
Evaluation Overall Vision 
The leading cause of long-term disability in the United States is stroke with 
approximately 795,000 individuals experiencing a stroke per year (Benjamin et al., 
2018). There is an increase in the number of stroke survivors who return home instead of 
entering a long-term care facility (Kniepmann & Harlacker Cupler, 2014). There is often 
a need for continued assistance with ADL, IADL, functional mobility, and 
communication that last longer than the stroke survivor’s inpatient stay (Lawson, Rowe, 
& Meredith, 2015). To provide the necessary level of assistance, family members take on 
the role of caregiver, ultimately providing care that under other circumstances would cost 
hundreds of billions of dollars to the healthcare system annually (Schulz & Sherwood, 
2008). In fact, in 2013 it was estimated that informal caregivers provided $470 billion 




Choula, & Houser, 2015).   
Family caregivers are given very limited time to prepare for or process their new 
caregiver role and often describe the time period between initial stroke through return 
home as traumatic (Lutz, Young, Cox, Martz, & Creasy, 2011). They also report the 
expectations of their role as a caregiver as having not been made clear prior to leaving the 
inpatient setting (Young, Lutz, Creasy, Cox, & Martz, 2014).  Moreover, caregivers 
report inadequate training, resources, and preparedness to assume their new role 
(Hafsteinsdottir, Vergunst, Lindeman, & Schuurmans, 2011). Due to the stress of the 
traumatic and sudden onset of a stroke, caregivers are at risk for negative health 
outcomes including psychological distress, psychiatric illness, negative health routines, 
physical illness, physical injury, caregiver burnout, and death (Schulz & Sherwood, 
2008).  
Prior to discharge from the inpatient setting, many medical, logistical, and 
bureaucratic aspects of the discharge planning process must first take place, all while the 
caregiver must also cope with the immense changes to their lives and the life of their 
family member. Thus, a specific need exists in the inpatient setting to address proper and 
adequate caregiver education and training prior to a patient’s discharge home.  
The Post-Stroke Discharge Planning Toolkit will provide caregivers with needed 
resources to navigate transition planning from the inpatient setting to home. The toolkit 
will aid in helping caregivers feel more prepared and confident to return home and 






The evaluation plan will be illustrated through a logic model in appendix B. A 
logic model displays the program’s inputs and resources; the problem being addressed; 
the supporting theory; program activities performed and their outputs; and anticipated 
short-term, intermediate, and long-term outcomes of the program. That is, the logic 
model connects the main program activities to the expected outcomes, including external 
or environmental factors that could impact the program. 
The key inputs of the program are the caregivers of the stroke survivors. Program 
resources are the multidisciplinary team working with the stroke survivors in inpatient 
facilities post-stroke who have been educated on the implementation of the Post-Stroke 
Discharge Planning Toolkit.  
The problem being addressed through this toolkit is the lack of preparedness of 
caregivers to assume their new role of caring for their family member post-stroke when 
these individuals are in need of assistance with cognitive or physical tasks.  In order for 
this to occur, the intervention of the Post-Stroke Discharge Planning Toolkit will be 
provided to caregivers during an acute ICU or inpatient stay. The toolkit will include 
informational handouts targeting a variety of topics to aid in navigating the transition 
home and providing adequate care.  
In the short term, use of the toolkit is expected to allow caregivers to feel more 
confident and knowledgeable about the discharge process and returning home. 
Intermediate outcomes measure the extent to which caregivers begin to utilize the toolkit 





Core purpose of the evaluation 
The core purpose of the evaluation is relational. The outcome of interest is 
whether and to what degree the resources provided by the toolkit will allow a caregiver to 
succinctly and successfully navigate the transition from inpatient setting to home, allow 
for better preparedness upon returning home, and ultimately reduce potential negative 
health outcomes and burden for caregivers.   
Scope of the evaluation  
The program evaluation will take place in an inpatient acute care hospital once a 
patient has been diagnosed with a stroke, has residual deficits (physical or cognitive), and 
discharge planning must begin. The program evaluation will begin upon initial diagnosis 
of stroke where the toolkit will be presented to the family caregiver following 
administration of a Modified Unmet Resource Needs Scale questionnaire. The evaluation 
will end by re-assessing a caregiver’s preparedness to return to the home prior to 
discharge from the inpatient setting. Ten patients and their family caregivers will 
participate in this initial stage of toolkit implementation. The inclusion criteria for the 
caregiver toolkit intervention are individuals who had a stroke, are presenting with 
physical or cognitive deficits, are in need of a caregiver upon discharge, and have an 
individual willing to be a caregiver. The exclusion criteria for program are individuals 
who have suffered a stroke, are not presenting with physical or cognitive deficits, and are 
not in need of a caregiver upon discharge. An individual who does have residual physical 




also be excluded. Medical records of patients indicating they have suffered a stroke and 
are presenting with residual physical or cognitive deficits may be reviewed if deemed 
necessary to establish inclusion and exclusion criteria. 
Type of research design and methods  
To assess the effectiveness of the post-stroke discharge planning toolkit a repeated 
measures pretest-posttest mixed methods design will be utilized. This will allow for the 
impact of the Post-Stroke Discharge Planning Toolkit to be assessed through helping to 
identify a relationship between the intervention itself, and the intended short-term 
outcome of increased caregiver preparedness. In order to address the impact of the Post-
stroke Discharge Planning Toolkit, a Modified Unmet Resource Needs Scale 
questionnaire will be administered to participating caregivers before and after toolkit 
presentation. Specifically, initially during an acute care stay, and again just prior to 
discharge home from their last level of inpatient care. The scale was modified to target 
caregivers who are just now assuming their role, as the original scale targeted caregivers 
who already discharged to the home environment and have been caring for their family 
member post-stroke for some time. The original questionnaire is psychometrically sound 
in terms of construct validity, structural validity, content validity, concurrent validity, and 
internal reliability. By modifying the scale, data obtained will be qualitative and used for 
descriptive purposes.  
Additionally, qualitative research methods can be implemented as part of the post-
intervention assessment to gather more information regarding the Post-Stroke Discharge 




also be included in the post-intervention assessment.  
Data gathering plan 
Both quantitative and qualitative data will be gathered for the program evaluation. 
Quantitative data will be gathered through pre and post-test data from the preparedness 
questionnaire. The questionnaire will be based on the stroke caregiver Unmet Resource 
Needs Scale with modified questions specific to the toolkit and will use a Likert-scale. 
Qualitative data will be gathered through semi-structured interviews. Individual 
semi-structured interviews will be held with caregivers who have already navigated the 
discharge planning process before the toolkit was created. The toolkit would be 
presented, and then ideas and impressions of the possible usefulness of the resources 
while they were going through the discharge planning process would be gathered. 
Individual semi-structured interviews with individuals who were able to use the toolkit 
during their post-stroke discharge planning process will also be facilitated. Both types of 
data will allow a deeper understanding of how, if at all, preparedness in discharge 
planning post-stroke could have been impacted by the toolkit.  
Data analysis 
The obtained data must be analyzed in order to determine effectiveness of the 
program. Quantitative data from the caregiver preparedness questionnaire will be 
analyzed through comparative analysis. This data will look at the comparison between 
the pre and post toolkit implementation preparedness questionnaire scores. By using a pre 
and post-test method to gather data, preliminary causation can be established as it will 




structured interviews will be analyzed through coding/tagging according to themes found 
throughout the various interviews (Rogers & Goodrick, 2015).   
Data management plan 
Following an acute hospital admission due to a stroke, and after meeting all 
inclusion criteria, a caregiver will be presented with a preparedness questionnaire 
targeting their self-perceived preparedness for caring for their family member at home, 
after being discharged from all levels of care. This will occur while the patient is still in 
the ICU or inpatient floor. Once the questionnaire has been completed, the caregiver will 
be presented with the Post-stroke Discharge Planning Toolkit. They will use the toolkit to 
aid in assuming their new caregiver role and navigating discharge planning with the 
ultimate goal of creating a safe and appropriate disposition plan for the patient. The 
preparedness questionnaire will then be re-administered to the caregiver the morning of 
discharge home from the inpatient care setting. The preparedness questionnaire will be 
administered by an occupational therapist, physical therapist, or case manager/social 
worker, or registered nurse who is working with the patient during their ICU or inpatient 
stay. The post-test questionnaire will be given on day of discharge prior to transitioning 
from the inpatient setting to home. All written questionnaires will be kept in a locked 





CHAPTER 5 – Funding Plan 
The Post-Stroke Discharge Planning Toolkit is a resource available in print and 
online to help caregivers of stroke survivors navigate the discharge planning process. 
This process is comprised of the transition from inpatient setting to home, and referral 
service resources for use following reentry into the community. The project also contains 
a questionnaire targeting caregiver self-perceived preparedness to take on their new role. 
The questionnaire is used to help identify potential needs of new caregivers and measure 
any change to readiness that occurs following utilization of the toolkit. The ultimate goal 
of the program is to educate caregivers about the discharge planning process, initiate 
planning, increase self-perceived preparedness of caregivers to return home, and lessen 
the potential negative effects of caregiving.  
 In this chapter, costs associated with implementation of the Post-Stroke Discharge 
Planning Toolkit and possible funding sources will be discussed. Once compiled, the 
Post-Stroke Discharge Planning Toolkit itself, is free. However, there are costs associated 
with compiling the program, web design, obtaining a web domain, printing copies of the 
program, and education/dissemination efforts.  
Needed Resources: Budget   
The web domain provider, Wix (www.wix.com), will be utilized to create the 
online version of the toolkit. After comparing web domain websites, this author deems 
the ‘Combo’ Wix website plan to be the most appropriate avenue for developing the Post-
Stroke Discharge Planning Toolkit. The plan costs $11 per month when billed annually, 




name. Wix provides 24/7 customer service support, templates to aid in designing the 
website, and website security. This author will perform the web design with resources 
from Wix, free of charge to the program. Website development would cost between 
$250-$500 if completed by an outside developer. The toolkit will also be offered in print 
form and therefore printing costs will need to be accounted for including the cost of the 
paper and the ink. FedEx was found to be the lowest cost and most reliable printing 
source, charging $0.10 per one-sided 8.5x11 piece of paper. See Table 5-1 for the outline 
of costs.  
 
Table 5-1: 2-Year Resource Needs Budget 
 1st Year  2nd Year 
Web Domain 
$11/month ($132) + $0.00 
for first year for domain 
name 
$11/month + $14.95 for subsequent 
years for domain name ($146.95) 
Web Design $0 ($250-$500 if outside developer) $0  
Print Toolkit packets $250 $612 
 Total: $382-882 Total: $758.95 
 
Education and dissemination efforts will also pose a cost to the program. To 
disseminate the program in its pilot phase, there will be little cost associated as the toolkit 
will only be implemented at the author’s place of work. There will be a PowerPoint 
presentation for all occupational therapists, physical therapists, speech therapists, case 
managers, and rehabilitation leadership working in the inpatient rehabilitation and acute 




ability to project the PowerPoint. The presentation will also be held at lunch so no 
additional time will need to be spent at work for these employees.  
In the second year of toolkit implementation, the author will present a poster at 
the American Occupational Therapy Association (AOTA) annual conference. For the 
AOTA presentation, fees associated with transportation, lodging, conference/registration 
fees, and printing of informational flyers and the poster will be needed. See table 5-2 for 
the outline of costs.  
Table 5-2: 2-Year Dissemination Plan Budget 
 1st Year 2nd Year 
AOTA fees $0 $451 
Printed flyers (200) $0 $356 (200 flyers) 
Poster $0 $87 
Lodging $0 $900 for 3 nights 
Transportation $0 $500 flight Chicago to San Diego 
  Total: $2,294 
 
Potential Funding Sources 
Funding sources will be sought out to offset the costs of the program, primarily 
through pursuing grants from various sources. The author has compiled a list of potential 
grants and agencies all focusing on studying how to create a healthier living environment 
for the aging adult. Table 5-3 describes these prospective grants and other funding 






Table 5-3: Grant Possibilities 
Grant Title Grant Purpose Grant Amount 
Addressing Caregiver Symptoms through 






associated with caregiving. 
Focused on resources for 
researching/helping the 





actual need of 
the program.  
NIH Research Project Grant Program 
(R01) – National Institute on Aging 
https://grants.nih.gov/grants/funding/r01.htm 
 
The R01 targets funding of 
investigator-initiated 
projects that are related to 
research targeting health 
and development in 
accordance with the NIH 
mission.  
 
Up to $250,000 
The RAISE Act Family Caregiver 
Resource and Dissemination Center - John 





development of a resource 
and dissemination center 
to support the recognize, 
assist, include, support, 
and engage (RAISE) act to 
provide evidenced-based 
information to the public 
about caregiving.  
$2,548,586 
available 
Clinical Research Administration – Rush 
University Medical Center 
https://www.rushu.rush.edu/sites/default/files/rush-
research-resources-021518.pdf 
Department at RUMC 
dedicated to partnering 
with faculty and staff to 
seek funding for clinical 




This chapter summarizes the cost of implementation of the Post-Stroke Discharge 
Planning Toolkit in its first and second year. Costs include those associated with 
compiling the program, web design, obtaining a web domain, printing copies of the 




cost will total between $382 and $882 while the second year will total approximately 
$3,052.95. Thus, the combined potential two-year cost will be between $3,434.95 and 
$3,934.95. The first year is regarding an estimated population of 102 stroke survivors and 
their caregivers, while the second-year cost estimation accounts for potential expansion to 
other caregivers at various facilities upon successful year-one implementation. Grant 
options and agencies have also been included that offer grants/financial assistance 
targeting healthy aging, aging education, aging science, and mitigating potential negative 
outcomes of caregiving; all pertaining to the goals of the Post-Stroke Discharge Planning 





CHAPTER 6 – Dissemination Plan 
The Post-Stroke Discharge Planning Toolkit is a toolkit that aids caregivers of 
stroke survivors in navigating the discharge planning process from inpatient setting to 
home. It should be used throughout the inpatient hospital stay and continue through 
discharge as it also provides referral service resources for use following community 
reentry. Additionally, a questionnaire addressing self-perceived preparedness to assume 
the caregiver role has also been developed and is included in the toolkit. Ultimately, the 
toolkit will provide education and resources needed to navigate the discharge planning 
process and lessen caregiver burden and other negative health effects that often occur 
with the assumption of the role. The toolkit will be available in print and online. 
Target Audiences 
In order to implement the Post-Stroke Discharge Planning Toolkit, it must first be 
disseminated. The primary audience for the toolkit is caregivers of stroke survivors and 
the secondary audience is inpatient occupational therapists working with stroke clients.  
Dissemination Goals 
 The primary long-term goal of the toolkit is to decrease negative health effects of 
caregivers providing care for a family member following a stroke. A second long-term 
goal of the program is to assist in establishing an education protocol for hospitals to 
provide to caregivers of stroke survivors while in the inpatient setting. To accomplish 
these goals, the program aims to increase education/knowledge of new caregivers of 
stroke survivors regarding transition home and caring for their family member. It also 





Primary Audience:  
1. The Post-Stroke Discharge Planning Toolkit can assist in decreasing negative 
health outcomes associated with caregiving. 
2. The Post-Stroke Discharge Planning Toolkit can assist in increasing self-
perceived preparedness of caregivers to assume their new caregiving role. 
3. The Post-Stroke Discharge Planning Toolkit can assist in increasing knowledge 
and ability to navigate discharge planning from the inpatient setting to home 
following a stroke.  
Secondary Audience: 
1. The Post-Stroke Discharge Planning Toolkit can assist in communicating 
discharge recommendations and providing resources for follow-up and 
community re-entry to caregivers of stroke survivors.  
Sources/Messengers 
 To disseminate the program to the primary and secondary audiences, influential 
spokespersons will play a role in spreading the key message.  
Dissemination to Caregivers:  
1. The author of the Post-Stroke Discharge Planning Toolkit 
2. Occupational therapists working in the inpatient setting 
Dissemination to Occupational Therapists:  






The Post-Stroke Discharge Planning Toolkit will be disseminated through 
professional presentations and public availability of the toolkit website. The author will 
create the toolkit website in the pilot stage of the program. During this stage the website 
will be publicly available to all participants at the author’s place of work including 
caregivers and clinicians working with the clients. The toolkit will be presented to all 
occupational therapists, physical therapists, speech therapists, case managers, and 
rehabilitation leadership associated with the inpatient rehabilitation unit through on-site 
presentations.  
Following the pilot phase of the program, the author will present the Post-Stroke 
Discharge Planning Toolkit at the AOTA poster presentation session at the 2021 annual 
conference in San Diego. This will allow the toolkit to be disseminated to a large number 
of occupational therapists working in the inpatient setting who work with stroke survivors 
and their family members. The toolkit website will be made available for public use once 






Table 6-1: 2-Year Resource Needs and Dissemination Plan Budget  
Audience 1st Year  2nd Year 
Primary  
Web Domain: $11/month ($132) + 
$0.00 for first year for domain name 
Web Design: $0 ($250-$500 if 
outside developer) 
Print of Toolkit: $250 
Web Domain: $11/month + $14.95 
for subsequent years for domain 
name ($146.95) 
Web Design: $0 
Print of Toolkit: $612 
Secondary 
AOTA Fees: $0 




AOTA Fees: $451 
Printed Flyers: $356 (200) 
Poster: $87 
Lodging: $900 for 3 nights 
Transportation: $500 airfare 
 Total: $382-882 Total: $3,052.95 
 
Evaluation 
Evaluation of dissemination efforts will occur following the in-house staff 
presentation at the author’s place of work and following the AOTA conference poster 
session presentation. Surveys will be created and administered to all participants. The 
surveys will contain Likert-scale and open-ended questions to gain information regarding 
perceived effectiveness of the program, perceived ability to educate caregivers of stroke 
survivors, and any suggestions to improve the program. Additionally, caregivers of stroke 
survivors involved in the pilot phase of the program will receive a similar survey through 
email, asking them to rate their perceived effectiveness of the program and for any 
suggestions they may have for future toolkit improvements. 
Conclusion 
 The Post-Stroke Discharge Planning Toolkit has been developed to aid caregivers 




including additional referral service information to be used as community reentry occurs. 
Access to this program is key towards helping the post-stroke population and their 
caregivers. Dissemination efforts will therefore play a key role in the program’s ability to 
reach a wide audience. This chapter was used to communicate methods for dissemination 






CHAPTER 7 - Conclusion 
With stroke acting as the leading cause of long-term disability in the United States 
with approximately 795,000 people experiencing a stroke each year, it is imperative to 
continue to strive to create and implement best practices for aiding in the rehabilitation 
process (Benjamin et al., 2018). These stroke survivors are returning to the home in 
increasing numbers in need of physical or cognitive assistance (Kniepmann & Harlacker 
Cupler, 2014; Lawson, Rowe, & Meredith, 2015). Family caregivers are needed to 
provide the necessary level of assistance and often find themselves helping with ADL, 
IADL, communication, and mobility difficulties (Lawson, Rowe, & Meredith, 2015). 
However, these caregivers report inadequate preparation for assuming their new role and 
are at risk for negative health outcomes and caregiver burnout (Hafsteinsdottir, Vergunst, 
Lindeman, & Schuurmans, 2011; Schulz & Sherwood, 2008).  
Meaningful occupations occupy an individual’s time as part of everyday life 
(AOTA, 2014).  People develop habits, routines, and rituals based on their roles, 
experience, culture capacity, privilege, and many other factors (AOTA, 2014). Many of 
these daily orchestrations are meaningful because they are occupations people need, 
want, and have to do as part of daily life and participation in family, community, and 
society. However, catastrophic events often severely disrupt the lives of individuals and 
the people around them such that daily occupations must be reorganized. Sometimes new 
occupations, both welcomed and unwelcomed, arise. When left with residual deficits 
following a stroke, individuals require assistance to perform these activities (Lawson et 




and even once the stroke survivor has already transitioned home. If new caregivers lack 
the resources they need to navigate the transition home and care for their loved one, there 
is a great risk for negative health outcomes for these caregivers. Consequently, resources 
designed to address this time period are essential in helping the caregiver adapt to the 
stroke survivor’s needs and their new role.   
This doctoral project therefore focused on creating a way to better support these 
new caregivers through The Post-Stroke Discharge Planning toolkit and the caregiver 
perceived readiness questionnaire. The toolkit will provide caregivers with the resources 
they need to navigate discharge from inpatient setting to home, as well as provide 
additional resources targeting referral services following community reentry. The 
questionnaire will be administered upon initial stroke diagnosis and again just prior to 
discharge to aid in determining relevance and usefulness of the toolkit.  
The toolkit will be presented by an occupational therapist because of their unique 
training in facilitating and promoting safety and independence with ADL, IADL, and 
community reentry. This program will be presented in the inpatient setting due to the 
acute nature of a stroke making the delivery of information time sensitive.  The toolkit is 
designed to be used in the inpatient setting immediately following initial orientation from 
the occupational therapist. Caregivers are urged to utilize the toolkit throughout the 
inpatient stay to aid in knowledge attainment by bringing the toolkit to any therapy 
session or meeting with healthcare providers and asking clarifying questions regarding 
present or future needs.  




identified areas of improvement and areas of concern that caregivers encountered 
following discharge from the hospital.  Caregivers are providing vital care to stroke 
survivors who otherwise would not be able to care for themselves. In order to keep these 
stroke survivors cared for and healthy, the health and wellbeing of caregivers must be 
viewed as a priority.  For some, caregiving becomes a meaningful occupation, just as 
recovering from a catastrophic event such as a stroke becomes a chief occupation for the 
stroke survivor. Thus, the occupations of caregiver and stroke survivor can be seen as co-
occupations as both parties are active participants. For this reason, supporting the health, 
well-being, and capacity of both the caregiver and stroke survivor are vital for the 
persons involved as well as our communities and society as a whole.  
Ideally, through the use of this toolkit, the potential for struggling with the 
discharge planning process, as well as negative health outcome risks associated with 
assuming the role of caregiver, can be mitigated or stopped before they occur. When the 
caregiver is supported, the caregiver has a greater capacity to assist their loved one with 
stroke recovery through engagement in meaningful occupations. Occupational therapists 
are uniquely suited to provide caregivers with the knowledge and skill to facilitate this 
relationship and engagement in occupations, in a meaningful and involved manner for 
both the caregiver and the stroke survivor; all with the ultimate goal of supporting 






APPENDIX A: Questionnaire 
Modified Caregiver Unmet Needs Scale 
  
 Using the scale below, please rate how much you agree or disagree with the following 
statements. 
 















2.  I feel that I know which healthcare professionals can aid in the stroke 















3. I feel that I know which healthcare professionals can aid in the stroke 















4.  I feel confident I can navigate the discharge planning process with the 
















5.  I feel confident I have others (family, friends, paid workers) to help 

















6.  I feel that I know where to find resources to help with the stroke 















7. I feel that I know where to find resources to help with the stroke 
















































































12. I feel that my financial situation will prevent me from getting 
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APPENDIX C: Executive Summary 
Introduction 
 Strokes are the leading cause of long-term disability in the United States, with 
approximately 795,000 stroke diagnoses each year (Benjamin et al., 2018). Increased 
numbers of stroke survivors return to the home environment rather than entering a long-
term care facility; however, patients still often require physical or cognitive assistance. 
These factors result in the growing need for family and hired caregivers to provide the 
necessary assistance in tasks such as activities of daily living (ADL), instrumental 
activities of daily living (IADL), mobility, and communication (Kniepmann & Harlacker 
Cupler, 2014; Lawson, Rowe, & Meredith, 2015).  
As a result of a stroke’s unpredictable onset and impact on a person’s ability to 
function in the home and community, caregivers must assume their new role with little to 
no time for preparation. Consequently, caregivers report feeling inadequately informed 
and trained to return home and care for their family member (Hafsteinsdottir, Vergunst, 
Lindeman, & Schuurmans, 2011; Young, Lutz, Creasy, Cox, & Martz, 2014). Ultimately, 
these inadequacies culminate in caregivers reporting the return home as a second 
traumatic event in the continuum of the stroke diagnosis (Lutz, Young, Cox, Martz, & 
Creasy, 2011).  
Clinical Problem 
 By assuming a caregiver role, the risk for negative health outcomes such as 
psychological distress, psychiatric illness, harmful health routines, negative physiological 




positive correlation is reported between the severity of residual stroke deficits and 
negative caregiver health outcomes (Camak, 2015; Cecil, Thompson, Parahoo, & 
McCaughan, 2013; Lutz & Young, 2010). We therefore hypothesize that by adequately 
educating and training caregivers of stroke survivors to navigate the transition from 
inpatient setting to home, we can mitigate the aforementioned negative health outcomes 
for caregivers. 
Program Proposal and Goals  
The Information-Motivation-Behavioral Skills model (IMB) is the model 
underscoring the creation of the Post-Stroke Discharge Planning toolkit. The model 
suggests that in order for caregivers to create a safe and effective disposition plan when 
leaving the inpatient setting, they must have possession of the necessary information and 
knowledge, have the motivation to take on their new role and participate in the planning 
process, and have the behavioral skills necessary to make decisions and carry-out plans 
(Fisher, Fisher, & Harman, 2003). When all of these come together, the caregiver and 
stroke survivor will be in the best position for participation in health promoting behaviors 
and relationships, and in turn reduce negative health risks associated with caregiving.  
The Post-Stroke Discharge Planning Toolkit will be developed with the ultimate 
aim of helping caregivers of stroke survivors navigate the transition period from hospital 
to home, including post-discharge resources to be used in the future for referral services. 
The toolkit will be comprised of education about stroke, risk factors, and complications; 
written information and images for facilitating ADLs, functional transfers, and mobility; 




2015; Kalra, et al., 2004; King et al., 2012; Lutz & Young, 2010; Oupra et al., 2010; 
Perrin et al., 2010; Shyu et al., 2008; Shyu et al., 2010).  
The toolkit will also feature a questionnaire targeting identification of caregiver 
perceived preparedness in regard to providing physical and cognitive care for a family 
member post stroke, once the transition home from the inpatient setting has occurred. The 
toolkit is designed to address and ultimately combat the negative health outcomes and 
adverse risks associated with assuming the caregiver role, through the information and 
education provided in the toolkit. The toolkit will be available in print and online. 
Program Format 
A case manager will identify stroke survivors and new caregivers appropriate for 
participation in the Post-Stroke Discharge Planning Toolkit education and questionnaire 
pilot program. This will include a stroke survivor still on an inpatient hospital floor, who 
is presenting with residual effects that will last longer than their inpatient stay, and who 
therefore is in need of a caregiver upon discharge. Once deemed appropriate, an 
occupational therapist will present the Post-Stroke Discharge Planning Toolkit, and the 
preparedness questionnaire to the intended caregiver. The questionnaire will be 
administered at two time points, when inclusion criteria is met, and just prior to 
discharge; this will serve as a planning and outcomes tool.   
Program Cost 
 The total cost of creation and implementation of the Post-Stroke Discharge 
Planning Toolkit for year one is anticipated to be between $382 and $882, while the 




will be obtained through grants.   
Conclusion 
 The Post-Stroke Discharge Planning Toolkit and preparedness questionnaire will 
ideally provide adequate education and resources to caregivers of stroke survivors to 
navigate the transition from hospital to home and successfully assume their new caregiver 
role. Additionally, the toolkit aims to provide targeted referral services for potential 
future needs. The toolkit has been created based on evidenced-based research and 
intervention strategies that aim to ease difficult transition periods and decrease potential 
negative health effects of caregiving. Intervening while the stroke survivor is still in their 
acute hospital stay will hopefully mitigate or prevent the negative health risks associated 
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Health Issue and Priority Population 
Stroke has been identified as the leading cause of long-term disability in the United States 
with approximately 795,000 people experiencing a stroke each year (Benjamin et al., 
2018). Following a post-stroke inpatient stay, an ever-increasing number of individuals 
ultimately return to the home, rather than enter a long-term care facility (Kniepmann & 
Harlacker Cupler, 2014). These stroke survivors frequently leave the inpatient setting still 
in need of physical or cognitive assistance with activities of daily living (ADL), 
instrumental activities of daily living (IADL), mobility, and communication (Lawson, 
Rowe, & Meredith, 2015). Family or hired caregivers are often required to provide the 
necessary assistance with ADL, IADL, and mobility difficulties. 
 
Clinical Problem 
Informal caregivers are a crucial resource in the healthcare system as they provide care 
that would otherwise cost hundreds of billions of dollars annually if the equivalent level 
of care were provided in an institutional setting (Schulz & Sherwood, 2008). Family 
caregivers specifically, are thrust into their new role with very little time to process or 
prepare, describing the transition home as a second traumatic event (Lutz, Young, Cox, 
Martz, & Creasy, 2011). Patients and their caregivers are often discharged with 
inadequate training and resources, and caregivers are therefore underprepared for their 
new role (Hafsteinsdottir, Vergunst, Lindeman, & Schuurmans, 2011). As a result, 
caregivers experience physical and mental stress that often leads to negative health 
outcomes and caregiver burnout (Schulz & Sherwood, 2008). Specifically, caregivers are 
found to experience damaging effects such as psychological distress, psychiatric illness, 
harmful health routines, negative physiological reactions, physical illness, and death 
(Schulz & Sherwood, 2008).  	
 
Proposed Program 
The Post-Stroke Discharge Planning Toolkit will provide a caregiver with the resources 
they need to succinctly navigate their family member’s discharge plan including the 
transition from the inpatient setting to home, and referral service information to be used 
The Post-Stroke Discharge Planning Toolkit: 
Helping caregivers of stroke survivors navigate 
the transition from inpatient setting to home 
 




once reentry into the home has occurred.  A questionnaire has also been developed to 
target self-perceived preparedness of caregivers regarding transitioning home and caring 
for their family member. The questionnaire will be administered to caregivers of stroke 
survivors at initial diagnosis of stroke, once it is clear that their family member will have 
residual physical deficits, cognitive deficits, or both. The questionnaire will be 
administered before and after implementation of the Post-stroke Discharge Planning 
Toolkit, prior to discharge home from the inpatient setting. The Toolkit is designed to 
address the risks associated with being a caregiver that may lead to increased caregiver 
burden or other negative health outcomes. The Toolkit will be available in print format as 
well as online. 
 
Components of the Toolkit 
The Post-stroke Discharge Planning Toolkit features information on the following topics:  
 
General Stroke Education ADL Assistance Cognitive Strategies 
Risk Factor Education Functional Transfers Psychological Impact 
Potential Complications Mobility  Referral Services 
 
The toolkit will be presented to the caregiver by a health professional while the stroke 
survivor is still in the ICU or inpatient hospital floor, has been identified to have residual 
effects that will last longer than the inpatient stay, and needs a caregiver upon discharge. 
During this project, the toolkit will be presented by an occupational therapist due to their 




The fundamental goal of this toolkit is to provide the resources for caregivers to begin 
discharge planning, increase self-perceived preparedness to return home, and ultimately 
lessen the negative effects of caregiving. 
 
Program Cost 
2-Year Resource Needs Budget  
  1st Year  2nd Year 
Web Domain $11/month ($132) + $0.00 for 
first year for domain name 
$11/month + $14.95 for subsequent 
years for domain name ($146.95) 
Web Design $0 ($250-$500 if outside 
developer) 
$0  
Print Toolkit packets $250 $612 




2-Year Dissemination Plan Budget 
  1st Year 2nd Year 
AOTA fees $0 $451 
Printed flyers (200) $0 $356 (200 flyers) 
Poster $0 $87 
Lodging $0 $900 for 3 nights 
Transportation $0 $500 flight Chicago to San 
Diego 
    Total: $2,294 
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